Aims: To explore the impact of the diagnosis of polycystic ovary syndrome on health/ ill health identity, how women experience this diagnosis and their health beliefs.
Little is known about how women with PCOS appreciate the potential risks of T2D and CHD as any cause for concern or intervention.
Studies on the health and general well-being of women with PCOS have been undertaken using various standard questionnaires. Coffey and Mason (2003) observed the lack of research on health-related quality of life (QOL) in women with PCOS. In their subsequent study, healthrelated QOL was found to be impaired in women with PCOS using a PCOS specific tool, although, interestingly the impairment on the SF-36 questionnaire was not significant after controlling for body mass index (BMI) (Coffey, Bano, & Mason, 2006) , suggesting that weight-related concerns account for much of the adverse impact of PCOS on QOL. In an Australian study, QOL was again found to be impaired in PCOS, with obesity as an important associated factor. Here, impaired QOL was also observed to relate to the perception of inadequate information about the condition (Ching, Burke, & Stuckey, 2007) . In another study, emotional distress and obesity were the two main factors associated with impaired QOL (Elsenbruch et al., 2006) . In a survey from two clinics in the United States (US), health-related QOL for women with PCOS also appeared most influenced by concerns overweight, followed by menstruation, fertility, emotional concerns and hirsutism (McCook, Reame, & Thatcher, 2005) . In contrast, in a study from Iran, hirsutism was the greatest concern (Khomami, Tehrani, Hashemi, Farahmand, & Azizi, 2015) . Therefore, there may be cultural and ethnic differences in the issues that are seen as the main concerns for women with PCOS.
Several questionnaire studies have also reported increased levels of anxiety or depression in women with PCOS. A study from Australia observed increased levels of unrecognized anxiety, while depression was often encountered in women who were also infertile (Deeks, Gibson-Helm, & Teede, 2010) . Researchers from Turkey using standard questionnaires also observed increased anxiety and depression in PCOS and suggested that depression was also associated with obesity and the metabolic syndrome (Cinar et al., 2011) .
Although questionnaire-based studies describe many of the concerns of women with PCOS, they do not capture their first-hand Why is this research needed?
• Research on polycystic ovary syndrome lacks the woman's perspective.
• Health beliefs and experiences of women with polycystic ovary syndrome are not well defined.
• Understanding women's lived experience of polycystic ovary syndrome is essential to meeting their healthcare needs.
What are the key findings?
• Women experience long delays and barriers to diagnosis of polycystic ovary syndrome.
• Healthcare professionals often give poor advice regarding polycystic ovary syndrome.
• Experiences of women with polycystic ovary syndrome and the beliefs of healthcare professionals differ.
How should the findings be used to influence policy/practice/research /education?
• Health professionals should improve their knowledge of polycystic ovary syndrome.
• Health professionals should recognize women's health needs and concerns.
• Healthcare professionals should recognize women's personal agendas.
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| 2319 accounts and experiences and most importantly they cannot identify factors not included on the questionnaire. Several qualitative studies have been undertaken. In the UK, information about health-related QoL (HRQoL) was sought in semi-structured interviews with 15 adolescent women with PCOS from Sheffield (Jones, Hall, Lashen, Balen, & Ledger, 2011) . In this population, weight problems (in particular the difficulties associated with managing/maintaining weight) and body image perceptions were the most significant contributors to a reduced HRQoL. Menstrual dysfunction, fertility concerns and hirsutism also had adverse affects on emotional well-being, social functioning and sexual behaviour. A study of 12 young women with PCOS age 18-23 interviewed in the United States highlighted concerns for 'older self', physical inferiority, difficulty coping with symptoms, but also patient-provider relationships, seeking health information and support and having to come to terms with a chronic condition (Weiss & Bulmer, 2011) . Another US study of 10 women with PCOS identified four main themes that described women's lived experience of managing PCOS: frustration, confusion, searching for information and seeking control (Crete & Adamshick, 2011 ). The Sheffield study described several participants experiencing insufficient information from healthcare professionals and having negative experiences in relation to their diagnosis and treatment (Jones et al., 2011) .
Drawing on the psycho/social perspectives shows how PCOS often affects women's daily lives (Fauser et al., 2012) , leading to a state of 'biographical disruption'. PCOS challenges assumptions that women may take for granted, such as attractiveness and fertility, thus having a negative impact on women's sense of identity. One study found that, 'changes in appearance, particularly obesity and hirsutism, reduce physical dimensions of quality-of-life and decrease sexual satisfaction' (Hahn et al., 2005) . Thus, the personal, psychological and social consequences of PCOS often dominate a woman's experience of the condition (Garad, Teede, & Moran, 2011) . This is unsurprising for as it has been previously suggested, society establishes the means of categorising persons as 'normal' or not (Goffman, 1990 ). The stigma of looking 'different' can then lead to unhappiness and to daily rituals to look the same as everyone else (Garad et al., 2011; Kitzinger & Willmott, 2002 
| Design
A qualitative study of women with PCOS using a thematic analysis of transcripts from 11 focus groups comprising two to six participants each and conducted between 2013-2015.
| Participants
Women consenting to this study were purposively recruited by a research nurse from a mixture of primary care, gynaecology, endocrinology and weight management clinics, to obtain a sample of women with a wide range of PCOS-related concerns. The diagnosis of PCOS was confirmed using the Rotterdam criteria (Zawadski & Dunaif, 1992) prior to inclusion in the study. The principal inclusion criteria were a confirmed diagnosis of PCOS, after exclusion of differential diagnoses (menopause, hypothyroidism, hyperprolactinaemia, congenital adrenal hyperplasia), aged between 18-45 years and pre-menopausal. Exclusion criteria were peri or postmenopausal status and a diagnosis of diabetes. The study group intentionally included women with a wide range of categories of BMI and women were aged between 18-45 years ( Table 1 ). The focus groups were conducted at a university premises. Between two and six women attended each focus group. Qualitative research focuses on experience rather than measurement and is well suited to generate data on perceptions of ill/health experience and perceptions of care. Focus groups enabled the research team to explore a variety of shared experiences and meanings cost-effectively. The small numbers in each group enabled the exploration of issues in greater depth than would be possible with larger groups and the semi-structured focus of the group discussion enabled a flexible format allowing respondents to influence the direction of the research and focus on issues of importance to them, individually and as a group. The aim of the group discussion was not to generate consensus but to facilitate a group dynamic so that discussion could develop spontaneously (Koch & Kralik, 2001; Stanley & Wise, 1983) .
| Data collection
T A B L E 1 Characteristics of study participants (n = 32) 
| Ethical considerations
The study was approved by the National Health Service (NHS) research ethics committee and participants gave written informed consent. Each focus group began with participants agreeing to the confidential nature of the discussion. Pseudonyms are used here and in all written documents. The experienced research team were aware of the potential for distress and so details of individuals and groups able to provide support were given to the participants. However, although some spoke of their emotional upset, not least in terms of the need to 'manage' their feelings when with others (Exley & Letherby, 2001) . With reference to PCOS, all participants spoke very positively about their research involvement. At times the research team was emotionally affected and there was time in team meetings for discussion of these issues.
| Data analysis
Ongoing analysis was grounded in the experience of respondents and our aim was to be faithful to respondents' accounts (Strauss & Corbin, 1998) . Three members of the research team read the transcriptions independently. From these readings it was clear that data saturation had been achieved. Research team members identified themes and topics and these were discussed and debated until consensus was achieved.
Although our findings may not be generalized to the experience of all women with PCOS, it is likely that the experiences reflected here will have meaning for others in similar situations (Clyde Mitchell, 1983 ).
The aim was not to start with a theory and attempt to prove it, but to allow theories to emerge from the data. However, no study can be completely inductive as researchers may be influenced by their own political and theoretical assumptions and the fieldwork experience itself is likely to have an impact on analysis (Letherby, 2002 (Letherby, , 2009 ).
| Rigour
Rigour in this study was demonstrated using Lincoln and Guba (1985) evaluative criteria for 'trustworthiness'. Credibility was achieved through holding several focus groups to establish recurring themes and then by clarification of points raised to ensure validation by the participants throughout the discussions. Transferability was achieved by using the knowledge gained from the focus groups to develop an information booklet for women with PCOS (Tomlinson et al., 2011) . Dependability of the findings was assured through data coding, themes and analysis being checked and agreed, by two members of the team. Confirmability was achieved to reduce the effect of investigator bias. The focus groups were audio-taped and a team member (who was not present at the group) transcribed the discussions verbatim. Thus, an 'audit trail' was achieved so that data could be tracked back if necessary.
| FINDINGS
The issues raised in the focus groups are summarized in the form of a matrix (Figure 1 ). This demonstrates how feminine and reproductive identities were the two most prominent domains of concern related to PCOS in these women. Moreover, there were a variety of further experiences relating to medical diagnosis and treatment, in addition to long-term health beliefs and expectations. We consider these concerns here.
| Perceived delays and barriers to diagnosis
Participants frequently related how they came to be diagnosed with PCOS in their mid-twenties although most had had typical signs and symptoms for many years previously. The length of time taken to establish the diagnosis of PCOS and often having to 'push for' investigation and diagnosis were common experiences.
Most participants spoke of delays in diagnosis. Sarah reported 'knowing' she had PCOS before it was officially diagnosed:
I've known I've had it for a long time and it's actually on a third attempt to go to a doctor who took me seriously. . . so I was finally 27-28 when I got diagnosed. My doctor had nothing to tell me. I was like 'really?' I've gone to a specialist, who deals with it and even you can't tell me, let alone my doctor, like 'Huh?'. . .And they did blood tests and nothing -I think it was all fine, so they were a bit 'err, maybe not'. I was like 'no no no, please do it again'. So I had an ultrasound scan and that showed that, you know, the cysts and stuff and then I had another blood test and it showed that I had more testosterone and then that was it really, he was like 'oh, yeah, you're right'. I was like 'yeah, thanks'. (Debra)
| Perceived lack of empathy from doctors
Feeling let down by doctors was a recurring theme. The general consensus was that doctors tended to be dismissive of issues that affected both physical health and psychological well-being. This was especially evident when participants discussed hirsutism and weight concerns: My symptoms were never really taken seriously by my GP or I felt by the hospital. . . . . .I was more or less told that you're chubby, you're overweight, there's nothing we can do, we're not giving you any fertility treatment because you're overweight, that would be a danger to a baby, um and 'bye bye' and I was quite traumatized by that. (Jess) 3.3 | Difficulty in accessing specialist referral
The difficulty encountered by women in obtaining the specialist opinion that they sought was upsetting from many women. Lucy spoke of the 'fight' she had to be taken seriously: To be honest, Dr X is too vague by far. . . he had the following advice -'you need to do some exercise, you need to change your diet, um, perhaps a low GI diet'. . . I'm not going to wait for months and months and months to get an appointment with a dietician, so I went to Google and I looked up low GI diets and I found my way to a couple of health sites . . . and their sort of information was fun when it came to exercise, so I decided to try some of the things suggested.
| The experience of medication in PCOS
Many participants talked about the drugs they had been prescribed in connection with PCOS. Some were surprised but pleased about this:
It wasn't until I came to see Dr X that I got offered medication for it -the doctors didn't really want to give me medication. I didn't know there was any medication. (Louise) I went to the doctors 'cos I had spots -I had terrible acne from about 15 years old, awful and at the age of 31 they said I had 'mild PCOS' which was quite interesting, sent me away with some information and basically a prescription for Metformin. . . Metformin is not licensed to be used for PCOS -but I think it was brilliant for me.
And one of the side effects is it makes you lose weight. I lost about 5 kilos which is great. (Michelle)
Whereas Tina is aware of prescription possibilities and is unsure as to why she has been denied these:
I was diagnosed about 7 years ago because I kept putting on weight and nobody could tell me why -umand also um having acne and having a lot of excess hair growth a lot of the time um yeah, I've never been allowed to take Metformin so I'm interested that you all have and I don't know why that is, so I'm interested, I'd be interested to know why, what your reasons were for being prescribed it 'cos I've tried to get it and I've never been allowed it. Ellen described experiencing side effects:
I got diagnosed with it 20 years ago after I was pregnant and I had really heavy periods and I had a scan and they diagnosed it. . . and over the years, my stomach bloats major, mega hair problems, face and all over my body, um and basically they put me on Metformin, but I had to come off it, because I just spent the whole day on the toilet.
| Fertility and infertility
Anxiety about fertility was repeatedly highlighted. Some participants expressed frustration at having been recommended to take contraceptive medication which seemed inappropriate in retrospect. In some cases by the time a woman found out that her fertility might be compromised by PCOS, she was concerned that her 'biological clock' was running out of time.
I'm 28. I have been on the pill since I was 16 through to about 25 and um I've been in a long-term relationship and I just had no reason to think there was ever a need to worry about being on the pill and um and then about three years ago, I just decided to come off um again not really to conceive actively, it's just that I'm in a place where it wouldn't be a problem if it happened. Um and again I've always been a healthy weight and have no family history of PCOS or anything like that, so I have never considered it at all. So I came off the pill and never started periods and I still haven't. (Carol) I had all the tests, they found I was ovulating and everything was sort of normal that way. . . First of all they said they thought one side was blocked and then they wrote to me again saying -'No, I think we got it wrong, you're fine', so by this time my age was a factor because um I was about 38 at the time. . .So I haven't had any children, so that's been the major effect -but then I don't really know 100% whether it was that or not, 'cos my husband never got tested. (Fiona) 3.7 | Long-term health implications However, some participants spoke of a lack of general education about the condition:
The lack of information of the different ways in which PCOS presents itself in different people is the big confusion. . . the thing that presents the biggest uncertainty, because you feel like you're grouped into um one category and that those rules don't always apply to you -so that's the most challenging part of living with it. (Louise) You see, we're all scared of cancer and we're all scared of having a stroke and there's adverts on the TV, stroke awareness and everything else, but all you hear really about diabetes is what it's costing the NHS maybe on a news bulletin, we're not really scared of diabetes and also certainly no one has ever said to me at any point, you've got a higher risk of getting it because of your polycystic ovaries, no one has ever said that and we're not really scared of diabetes because we don't have those adverts or that publicity pushed on to us do we, but it is, it's a very serious illness isn't it, with consequences. ( delays and barriers to diagnosis, (2) the general lack of empathy experienced from healthcare professionals, (3) difficulty in accessing specialist referral, (4) lack of good information from professionals, (5) inconsistent and sometimes unsatisfactory experiences with prescribed medications, (6) insufficient help and advice regarding fertility and (7) women's relative lack of awareness or concern about longer term risks such as diabetes, (8) significant discrepancies between the beliefs of women with PCOS and how they experienced the attitudes of healthcare professionals.
There was evidence that both the initial diagnosis of PCOS and also its long-term management and support gave rise to unsatisfactory experiences. Although the majority of participants presented with typical signs and symptoms of PCOS such as hirsutism, acne and/or oligomenorrhoea, weight gain was also a common concern.
The diagnostic criteria for PCOS are complex, technically requiring exclusion of differential diagnoses including hypothyroidism, hyperprolactinaemia, congenital adrenal hyperplasia and other causes of hyperandrogenism. As a result, the diagnosis may never be suspected or confirmed, without specialist referral. Furthermore, as irregular periods, acne and multiple ovarian cysts are normal physiological findings in many young women, diagnosis of PCOS is better delayed until a woman is at least 18 years old (Teede, Michelmore, Mcallister, & Norman, 2011) . This may, in part, explain participants' frequent frustration at delayed diagnosis and possibly related experience of perceived barriers to specialist referral and difficulty in obtaining well-informed professional advice. Dissatisfaction with advice on drug treatment and perceived suboptimal advice about fertility suggested that long-term support and advice were often considered unsatisfactory. It is not surprising therefore that some women also spoke of relatively poor experiences of encounters with healthcare professionals. As the edited collection by Goldstein, Jutel, and Drew (2014) demonstrates, diagnosis is a social as well as a biomedical activity, complicated not least by increasing lay interest in self-diagnosis. The problems of diagnosis, coupled with the complex physical and mental embodied experience of living with PCOS, means that more acknowledgement of the value of women's experiential knowledge is essential if medical encounters are to improve.
In addition, the high community prevalence of PCOS seems to contrast with the relatively low prevalence in hospital clinics, suggesting that most women are unaware that they might have PCOS and/or are never formally diagnosed or referred for investigation. In the first community-based prevalence study of PCOS using the current Rotterdam diagnostic criteria, the prevalence of PCOS was found to be around 18% (March et al., 2010) . Importantly, 70% of women in this community-based study were undiagnosed, confirming that the great majority of women with PCOS are not diagnosed or referred for investigation and treatment. If PCOS is considered a disorder that merits diagnosis and treatment, whether for reasons of infertility, cosmetic appearance, QoL or potential modification of long-term risks of diabetes, there is a need to identify women with PCOS more effectively.
A significant finding from the study reported here was that premenopausal women with PCOS were mainly concerned for their immediate feminine and reproductive identities. The potential long-term health risks associated with PCOS, such as T2D, were mentioned by some women, but in general were not seen as their priority. This is unsurprising given the dominant expectations on women both to 'look good' and to achieve ultimate fulfilment through motherhood (Kitzinger & Willmott, 2002; Letherby, 1994) and for any further public health intervention to work this needs to be acknowledged.
The data also suggest significant concerns surrounding diagnosis, treatment and relationships with healthcare professionals. The latter are frequently associated with considerable uncertainty, perceived delays and barriers, inadequate advice and a lack of accurate information. Concomitantly, healthcare professionals, particularly doctors, were often considered to show little regard to the emotional and social consequences of PCOS, not least with reference to weightrelated problems. All of this suggests the need for increased education for healthcare professionals both in relation to the physical and emotional consequences of PCOS and in terms of patient/health professional interaction.
| Limitations
A limitation of this study was that the age of the women involved was limited to between 18-45 years old. This was necessary because of the complexity in diagnosing PCOS (menstrual cycle data is important to establish, so that women must be of reproductive age and not be either peri or postmenopausal). The experiences and beliefs of the participants therefore may not be transferable to women who are not of reproductive age.
| CONCLUSION
The importance of these findings is that they add richness to a very small existing body of interview data on the lived experience of women with PCOS. Few authors have acknowledged the potential importance of the psychological and social impact of PCOS (Teede, Deeks, & Moran, 2010) . According to one paper, qualitative studies of women with PCOS continue to be underreported compared with quantitative studies (Ma et al., 2014) . Furthermore, the qualitative work that has been undertaken has employed standardized questionnaires rather than interviews or focus groups, which could limit the breadth of information collected. Focus groups in particular, have specific advantages over other approaches to interviewing larger numbers of individuals including the active interaction of participants to explore, prompt and validate the shared experience of participants (Jayasekara, 2012) .
Women face a great deal of uncertainty as the diagnosis of PCOS is not straightforward and this leads to a view that the medical profession has little regard for the emotional and social consequences of their condition. However, from a medical perspective, the doctors also face uncertainty as there are many conditions that can mimic PCOS. These findings suggest that the experience of women with PCOS would be improved if their principal concerns were better addressed. Further work with women could focus specifically on how medical encounters could be improved. In the meantime, efforts to engage pre-menopausal women with PCOS, to identify and reduce risks of T2D may need to recognize and address women's (often) more immediate concerns with body image and in/fertility. Education and training for healthcare professionals would likely be beneficial.
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